









































































































































e In the Missouri Autism Research Agenda from 2003 Missouri stated that they aimed
to create a statewide database of autism research for universities, although this goal
has yet to be acted on.

e The Massachusetts Autism Research Agenda from 2003 Missouri stated that they
aimed to create a statewide database of autism research for universities, although this
goal has logy.

e In Oregon in 2011 the Oregon Commission on ASD tried to establish committee to
study the rise in autism but no further action was taken SB565.

Through research, no states with very specific plans for future research were found, if states

mentioned it in their 5 or 10 year plans or legislation at all, they only mentioned very general
goals rather than specific actions.
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Appendix 2: CDC Autism and Developmental Disabilities
Monitoring (ADDM) Network

The Centers for Disease Control Autism and Developmental Disabilities Monitoring (ADDM)

~ network is a program to determine the prevalence of ASD in in the U.S. The goals of the ADDM
Network are to provide data regarding prevalence, describe children with ASD, compare ASD
population from different areas of the country and understand the impact ASD has. A brief de-
scription of each of the 14 programs currently run by the CDC is outlined below.

Alabama
@

Arizona

Arkansas

Colorado

Florida

Georgia
®

Run by the University of Alabama Birmingham as an agent for the Alabama depart-
ment of health

In 2008 included 32 counties in the state

36,566 eight year olds in area studied in 2008

Spoke to someone that said that the number of counties will be reduced in further
studies because of lack of access to special education records

Believe that they have the lowest prevalence of the study at 1 in 210 because they
were unable to ascertain some special education records to identify cases

Investigated by the University of Arizona

In 2008 included part of one county, Metropolitan Phoenix
32,601 eight year olds in area studied in 2008

Southwest Autism Research and Resource Center

Investigated by University of Arkansas
In 2008 included 1 county, metropolitan Little Rock
4,940 eight year olds in area studied in 2008

Investigated by Colorado Department of Public Health and Environment and JFK
Partners at the University of Colorado Denver

In 2008 included 1 county, metropolitan Denver

7,715 eight year olds in area studied in 2008

Investigated by the University of Miami
In 2008 included 1 county
29,336 eight year olds in area studied in 2008

Investigated by CDC
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e In 2008 included 5 counties, metropolitan Atlanta
e 50,427 eight year olds in area studied in 2008

Maryland
e Investigated by John Hopkins University
e In 2008 included 6 counties
e 27,022 eight year olds in area studied in 2008

Missouri
e Investigated by Washington University
e In 2008 included 5 counties
e 25,668 eight year olds in area studied in 2008

New Jersey
e Investigated by New Jersey Medical School and New Jersey Departments of Educa-
tion and Health
e In 2008 included 1 county, metropolitan Newark
e 7,082 eight year olds in area studied in 2008

North Carolina
e Investigated by University of North Carolina Chapel Hill
e In 2008 included 11 counties
e 36,913 elght year olds in area studied in 2008
Pennsylvamd ‘
e Investigated by University of Pennsylvania School of Nursmg and the Children’s
Hospital of Philadelphia i
e In 2008 included 1 county ik
e 18,440 eight year olds in area studied in 2008

South Carolina
e Investigated by Medical University of South Carolina
e In 2008 included 23 counties

23,769 eight year olds in area studied in 2008

Utah
e Investigated by Utah Department of Health and University of Utah
e In 2008 included part of 1 county
e 2,123 eight year olds in area studied in 2008

Wisconsin

e Investigated by University of Wisconsin and the Wisconsin Department of Health
e In 2008 included 10 counties
e 34,451 eight year olds in area studied in 2008
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Appendix 3: Categories and Billing Codes

Federal special education disability categories used in the ADDM Network to identify educa-
tional records for screening and potential data abstraction:

Mental Retardation

Traumatic Brain Injury

Specific Learning Disabilities
Emotional Disturbance

Autism

Speech or Language Impairments
Deafness

Hearing Impairment

9. Visual Impairment (including blindness)
10. Deaf-Blindness

11. Orthopedic Impairments

12. Other Health Impairments

13. Multiple Disabilities
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International Classification of Diseases, Ninth Revision Billing Codes Used in the ADDM
Network to Identify Health Records for screening and data abstraction

Codes Disease Classification

299.00 Autistic disorder

299.01 Autistic disorder

299.10 Childhood disintegrative disorder

299.11 Childhood disintegrative disorder

299.80 Other specified pervasive developmental disorders
299.81 Other specified pervasive developmental disorders
299.90 Unspecified pervasive developmental disorder

299.91 Unspecified pervasive developmental disorder

315.30 Developmental speech or language disorder

315.31 Expressive language disorder

315.32 Mixed receptive expressive language disorder

315.40 Developmental coordination disorder

315.50 Mixed development disorder

315.80 Other specified delays in development

315.90 Unspecified delay in development

317.00 Mild mental retardation
318.00 Moderate mental retardation

318.10 Severe mental retardation -

318.20 Profound mental retardation

319.00 Unspecified mental retardation

330.80 Other specified cerebral degenerations in childhood (Rett’s)
348.30 Encephalopathy, no elsewhere classified

348.80 Other conditions of brain

348.90 Unspecified condition of brain

759.50 Tuberous sclerosis

759.83 Fragile X syndrome

771.00 Congenital rubella

783.42 Delayed milestones

V79.20 Screening, Mental retardation

V79.30 Screening, Developmental handicaps in early childhood
V79.80 Screening, Other specified mental disorders and developmental handicaps
V79.90 Screening, Unspecified mental disorder and developmental handicap
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Appendix 4: Sensitivity and Predictive Value Positive

The table below shows how errors in surveillance ASD case status are identified and how the
surveillance system attributes of sensitivity and predictive value positive are estimated. The col-
umns of the table classify whether a case in the system really had ASD or not. The rows of the
table show how the cases in the surveillance system were classified in terms of their final ASD
case status; either a case met or did not meet the ASD surveillance case definition. Finally, the
four individual cells in the table show how individuals were actually identified by the surveil-
lance system. In particular, the cells labeled (B) and (C) show where errors occurred, while the

cells labeled (A) and (D) show where cases were correctly classified.

Table: True ASD status

| Identified by the system

Has ASD

Does not have ASD

Meets ASD surveillance case
definition

(A) “True positives” — Cases
in this cell really have ASD
and correctly met ASD sur-
veillance case definition

(B) “False positives” — Cases
in this cell do not have ASD
but were incorrectly identified
as meeting the ASD surveil-
lance case definition

Does not meet ASD surveil-
lance case definition

(C) “False negatives” — Cases
in this cell really have ASD
but were incorrectly identified
as not meeting the ASD sur-

(D) “True negatives” — Cases
in this cell do not have ASD
and were correctly classified
as not meeting the ASD sur-
veillance case definition.

veillance case definition

Sensitivity = A / [A + C] = proportion of true ASD cases who were identified as meeting the

ASD surveillance case definition

e The sensitivity of a surveillance system will be less than the maximum value of 100%
whenever cases with ASD are classified as not meeting the surveillance system’s ASD
case definition. These missed cases are referred to as "false negatives."

Predictive value positive = A / [A + B] = proportion of cases identified as meeting the ASD sur-
veillance case definition who truly have ASD

e The predictive value positive of a surveillance system will be less than the maximum val-
ue of 100% whenever there are cases who do not have ASD are identified as meeting the
ASD surveillance case definition. The cases are referred to as "false positives" because
they should not have been counted as ASD cases.

Source: Centers for Disease Control and Prevention (2001). Updated guidelines for evaluating
public health surveillance systems — Recommendations for the guidelines working group. Mor-
bidity & Mortality Weekly — Recommendations and Reports, 50(13), 1-31.
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Appendix 5: ASD Registries in States Requiring Mandatory Reporting of Cases Di-
agnosed with ASD

State Description Case Ascertainment & Population ASD Case Def- Enforcement
Covered in State inition
Delaware* The Autism Surveillance and Registration Pro- e Passive method (2005-2009): DSM-IV-TR Possible fines up to
gram, established in 2005 _ Physicians, surgeons, dentists, and ICD-9 $100 per violation

Purpose: surveillance, referral to preven--
tion/intervention ’

It is part of the state’s population-based
birth defects surveillance program. It is
housed in the Delaware Department of
Health and Social Services, Division of
Public Health

Initial attempts at implementing mandatory
ASD reporting prior to 2010 failed because
of a lack of compliance with reporting and
penalties were not enforced.

A pilot project launched in 2010-2011 to
implement active case ascertainment. Cases
were confirmed by a psychiatrist who re-
viewed ICD-9 diagnostic codes. Currently
have data but have not determined next
steps for data use.

Recent legislation passed that combined the
state’s birth defect registry with the ASD
registry for children ages 0-5 years

- podiatrists, or other healthcare

practitioners who diagnose an in-
dividual 18 years or younger with
an ASD are required to report in-
formation to the registry. This
form must be submitted annually
to track changes and maintain ac-
curate information. Compliance
was a problem using this method
(2005-2009).

Active method (2010-2011): As-
certained data on cases aged 7
years with ICD-9 codes for ASD
Present method (2013 -) — no in-
formation obtained
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Cont’d: ASD Registries in States Requiring Mandatory Reporting of Cases Diagnosed with ASD

State Description E Case Ascertainment & Population ASD Case Def- Enforcement
7" Covered in State inition
Indiana* Indiana Birth Defects and Problem Registry . e Pagsive case ascertainment ICD-9 No information pro-
e Purpose: Surveillance, research, referral to through mandatory reporting. vided
services Those who diagnose birth prob-
o [t is part of the state’s population-based lems are required to report them
birth defects surveillance program. to the registry. ASD and Perva-
e  Funding from the state sive Developmental Disorders are
e  The data from the registry is used to deter- considered birth problems.
mine the number of children with birth de- e  Only autistic disorder is covered.
fects and problems as well as for planning Would like to expand system to
intervention and prevention strategies. collect data on other ASD sub-
e  Appears to be representative of the state’s types
population and its numbers are consistent ° Cases are between the ages of 0
with recent national numbers, but compli- until 5 years of age
ance is a problem.
New Hampshire ~ New Hampshire Autism Registry, established in e  Mandatory reporting by physi- DSM-IV-TR No penalty for not

2008.

Purpose: service needs

Housed in the New Hampshire Department
of Health and Human Services

State Council on Autism Disorders use the
statistics to inform policy recommendations
but numbers are not representative of the -

ASD population in the state  ~ ~

There is no dedicated funding for the regis-

try and the numbers are not representative of

ASD in the state

There are no new plans for surveillance and
the focus has switched to service needs for
the ASD population.

cians, psychologists, and any oth-
er licensed or certified health care
provider who can diagnose ASD
Only collect data on diagnoses
made in the state

Cases are between 0 to 18 years of
age

'

complying mentioned
in legislation
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Cont’d: ASD Registries in States Requiring Mandatory Reporting of Cases Diagnosed with ASD

State Description Case Ascertainment & Population ASD Case Def- Enforcement
e . Covered in State inition
New Jersey* New Jersey Registry for Autism, established in = " An active/passive system — pas- DSM-IV-TR No penalty for not
2007, went electronic in 2009 - sive case ascertainment with ac- complying mentioned

e  Purpose: Surveillance, research, referall to tive ascertainment for data com- in legislation
services, referral to prevention/intervention pleteness and quality audits.

e Housed in the New Jersey Department of e  Mandatory reporting by physi-
Health and Senior Services- Special Child cians who diagnose, healthcare
Health Registry providers who are diagnosing cas-

e There are approximately 11,000 children in es based on the DSM-IV. Those
the database providing services must also re-

® A key component of the system is referral to port. Parents can decide to not
case management and services have identifying information in-

o  Still in development, but moving towards cluded in the system
accurate representation of population e Case reports take about 10-15

e Difficult to reach out to all therapists, psy- minutes to fill out
chiatrists, etc. Hospitals and large providers o  Children and adults under the age
are easier. Unable to access records diag- of 22 are included; there are ap-
nosed in other states (Pennsylvania and New proximately 11,000 children in
York). Missing milder cases and late diag- registry
noses handled by the school system. Would
like to access school records.

Utah Utah employed the Utah Registry of Autism & e Mandatory for diagnosticians if DSM-IV-TR

Developmental Disabilities (URADD) that collects
information about the number of individuals in
Utah who have ASD and other developmental dis-
abilities. Utah Registry of Autism and Develop-
mental Disabilities (URADD) was created in 2002
by a four year $350,000 grant from the CDC. The
CDC grant has expired and currently URADD’s
budget has been reduced. As a result, the state’s
ADDM Network figures more prominently in es-
timating prevalence.

2

family request a form, but volun-
tary participation of families
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Cont’d: ASD Registries in States Requiring Mandatory Reporting of Cases Diagnosed with ASD

State Description Case Ascertainment & Population ASD Case Def- Enforcement
Covered in State inition

Washington* Purpose: surveillance, referral to services e Passive case ascertainment. 1CD-9, ICD-10
There is not statewide surveillance on ASD be- e The Washington State Rules for
cause the activity is not funded to perform ASD ASD reporting define eligible
surveillance; there are laws to report but no fund- cases as between 0 and 10 years
ing or staff. There are difficulties identifying cases of age with autistic disorder only.
because children are older than 1 year of age at
diagnosis and are not diagnosed in hospitals,
which is a primary source of data for birth defects
surveillance.

West Virginia* West Virginia was previously part of the CDC e Reporting is mandatory for neu- DSM-IV-TR Penalty of no more

ADDM Network surveillance program, which
ended because the state could not hire an epidemi-
ologist to work in the program. Active case ascer-
tainment is more effective but rural counties were
also more time consuming to complete record re-
views while in ADDM. ASD has been a mandated
reportable condition since 2004.The state currently
employs the West Virginia Autism Spectrum Dis-
orders Registry established in 2004, and operated
by West Virginia Autism Training Center. Bureau
of Public Health though Department of Health and
Human Services. There is no enforcement of fines
for not reporting.

e  Problems with compliance; no enforcement
of fines for not reporting cases. Estimate
that 30-40% of kids are being missed

e  School psychologists are not reporting, es-
pecially in the rural areas. School system is
not diagnosing because they don’t want to
hire autism teachers

e Held campaigns about reporting cases. Pro-
viders felt forms were too long to complete.

rologists, pediatricians, family
physicians, psychiatrists, clinical
psychologists

® Includes children and adults re-
gardless of age

* Information for these states was augmented with brief telephone interviews with staff.

than a $500 fine per
violation
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Appendix 6: Strengths and Limitations of Public Health
Surveillance Systems for ASD: ADDM Network Versus
Mandatory Reporting

System Attribute

ADDM Network

Mandatory Reporting

Objectives

Implement a uniform case methodol-
ogy to estimate ASD prevé!ence. Un-
der the ADDM Network protocol, chil-
dren identified as having ASD, but not
having a previous ASD diagnosis, are
not referred to for services.

Emphasis on estimating burden in
state and guiding decision making
at the state and local levels. Refer-
ral to services is a priority and
states also support research activi-
ties.

Case ascertainment

Active

Passive

Case definition

Includes ASD cases with an existing
ASD diagnosis or ASD special educa-
tion program eligibility, and cases
without a previous ASD diagnosis who
had evidence of ASD symptoms doc-
umented in their records. ASD case
status is confirmed by trained clinician
reviewers B

Includes ASD cases with an existing
ASD diagnosis. Cases with an ASD
special education program eligibil-
ity is desired in some states.

Data source(s)

Health records and speéiaﬂi education
records from public schoc}l districts
when approval is obtained.

g

Defined in statute and typically
includes health records. Some
states are examining access to data
from the public school system.

Catchment region/population
covered

Selected set of contiguous counties
representing at least 20,000 8-year
old children based on recent US cen-
sus data

Statewide

Age range for population

8-year old children. Some ADDM
Network sites are examining methods
to estimate prevalence among 4-year
old children.

Age range is flexible

Representativeness

Not likely in Minnesota because of the
limited size of the catchment region
and the geographic variations in the
state

Represents Minnesota if case as-
certainment is complete and con-
sistent across the state

Sensitivity/Predictive Value Posi-
tive

Limited information available

Limited information available
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System Attribute

ADDM Network

Mandatory Reporting

Completeness of case ascertain-
ment

Limited information available. Gaps in
surveillance are known, because data
are not collected from facilities that
serve a small number of cases, private
schools, children who are home-
schooled, and public school districts
that do not consent to participate,
parents who refuse to allow access to
their child’s public school records

Documented incomplete ascer-
tainment for passive systems. In-
complete reporting is a problem
without enforcement authority

Time and resources needed

Demanding in terms of the time and
resources required to establish the
system and collect data. A greater
burden on the surveillance system
staff, but facility personnel time is
required to identify records for
screening and abstraction, as well as
to help resolve missing, conflicting, or
incomplete data on individual cases.
Requires that the records for all ab-
stracted cases are reviewed manually.

Demanding on facility personnel
who complete and submit case
reports. Developments in infor-
mation technology may automate
some processes and lighten the
load for facilities and providers.
Developing expert system to auto-
mate decision making may be able
to significantly reduce the propor-
tion of case records that require
manual review.

QA/QC

Intensive initial and ongoing training

Standards depend on the state’s’ V

program but training will be need--

ed for ensuring complete, valid, ™~
and comprehensive data

Comparability with other states

Methods in theory are uniform but a
wide range of prevalence estimates is
still possible because of variations in
methods and diagnoses.

Varies

Funding sources

Cooperative agreement with the CDC.
Average award in the last funding cy-
cle was $400K annually. In-kind con-
tribution from the sites may be neces-
sary.

Depends on state funding levels

Timeliness of results

3-4 year delay in data for a given sur-
veillance year.

No information available

Legislation/authority to access
data

Depends on the state, but can include
state statute.

Provided for in state statute.
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